Objective. To determine patients' perceptions regarding cognitive behavioral pain management programs, and to determine what, if any, strategies learned on the program patients continue to use long-term to manage their pain.
Introduction
Cognitive behavioral therapy pain management programs (CBT-PMPs) are the internationally recognized gold standard approach for treating people with chronic pain. With this approach an emphasis is placed on long-term self-management with minimal utilization of medical services. Strategies include behavioral activation, cognitive restructuring, relaxation, and the development of problem solving skills, supplemented with graded exercise exposure, occupational rehabilitation, and pain physiology education [1] .
Quantitative research has dominated the literature with regards to CBT-PMPs, focusing on measuring changes in physical and psychological function and quality of life (QOL). Despite the cornerstone of this approach focusing on long-term self-management strategies, follow-up studies monitoring patients' progress are limited to 6-12 months [2] [3] [4] [5] . Such is the volume of research in this field that authors of a recent Cochrane systematic review on psychological therapies for chronic pain concluded that no more general, randomized, controlled trials that reported group means were needed; rather, different types of studies and analyses are required to identify which components of cognitive behavioral therapy work for which type of patient on which outcome/s, and to try to understand why [6] .
In recent times there has been a greater recognition of the usefulness of qualitative research for detailed exploration of the patient perspective, an area often inaccessible in other research methods [7] . The British Pain Society states that only the person in pain can report changes in their QOL with pain, with an apparent under-representation of qualitative research in the literature of those who live with chronic pain being highlighted [8] . The limited qualitative research that is available on CBT-PMPs focuses predominately on short-term patient experiences or program content, acceptance commitment therapy [9] , or CBT-based programs [10] . Only one study has investigated patients' long-term experiences, which focused primarily on the experience of grief with regards to the life they had to give up because of pain [11] . Considering the long-term bio-psychosocial impact of chronic pain on the person and their identity [12] , and the high cost of delivering a multidisciplinary CBT-PMP, the lack of long-term patient-focused research in this area represents a significant deficit. Reflecting on patients' long-term perceptions of a CBT-PMP, its utility and determining what strategies they continue to use is important, as it is well acknowledged that these factors influence treatment adherence rates [3] . Hence this study was undertaken to address current limitations in the literature.
Methods

Overview
A qualitative focus group study was conducted with previous participants of the Ulysses CBT-PMP (2001-2014). The participants had indicated their willingness to participate in a focus group when they completed a previous study [13] . The focus groups were audiotaped, transcribed verbatim, and analyzed, and common themes developed. Ethical approval was obtained for the Adelaide & Meath, incorporating the National Children's Hospital (AMNCH), Tallaght in October 2014. Data collection took place from January-March 2015.
The Ulysses CBT-PMP
The Ulysses CBT-PMP is an outpatient based, multidisciplinary group program based in a university teaching hospital in the Republic of Ireland. The CBT-PMP runs 3 days per week over 4 weeks (6 hours per day). The program is staffed by a consultant anesthetist, a chartered physiotherapist, an occupational therapist, a clinical psychologist, and a pain nurse, and supported by an administrator. Inclusion criteria are: 1) persistent pain for more than 6 months; 2) all interventions and investigations have been completed; 3) a willingness to participate; and 4) being able to communicate in English. The CBT-PMP is based principally on the work of Fordyce [14] , and includes both cognitive behavioral, and operant behavioral strategies. The program emphasizes the practice of CBT principles, particularly relaxation/mindfulness, exercise, pacing, goal-setting, problem-solving occupational rehabilitation, and pain education. Review sessions take place at 2 months and 6 months post program completion, as well as a yearly study day detailing advances in chronic pain research.
Subjects
From a total of 102 participants who registered an interest in participating in qualitative research [13] , a random sample of participants (N ¼ 20) was chosen. This was undertaken by a computer-generated random allocation sequence prepared centrally by an independent gatekeeper at University College Dublin to select patients to participate in one of four focus group sessions (five participants per group). This number was chosen for pragmatic reasons as we had limited funding to cover participants' travel and subsistence costs. 
Focus Group Protocol
A conceptual framework was developed to ensure the collection of necessary data, and minimize the collection of unnecessary data. The CBT-PMP provided the conceptual framework within which the participants' perceptions were sought. Open-ended semi-structured questions focused on a number of topics regarding the CBT-PMP, their understanding of chronic pain, and how they are managing their pain now. The questions are summarized in Table 1 . The focus group schedule was composed in conjunction with an expert in the clinical field of pain management (CKP), and informed by the contemporary literature in the area. The questions were then circulated to the Ulysses CBT-PMP multidisciplinary team for comment, with only minor changes being made.
Two researchers (Brona M. Fullen, Aine Egan) conducted the focus groups. Aine Egan had no prior involvement with the CBT-PMP and was responsible for the recruitment process. The focus group was facilitated by a Chartered Physiotherapist (Brona M. Fullen) with more than ten years clinical experience working on a number of CBT-PMPs, and experience applying To standardize the focus groups and reduce response bias, a statement was read out at the beginning of each session. Participants were asked to identify themselves and others by their assigned number for the duration of the session. They were also reminded that the aim of the study was to obtain feedback (positive and negative) on the CBT-PMP, and their suggestions for improvement. In this context they were encouraged to be forthright with their comments. This last point was repeated during the focus group sessions.
Qualitative Data Analysis
As recommended by Miles and Huberman [16] , all taped interviews were transcribed verbatim by one of the authors (Aine Egan) immediately following each focus group. The database was formatted by identifying the participant by number [1] [2] [3] [4] [5] [6] [7] [8] [9] [10] [11] [12] [13] [14] [15] [16] , and the transcripts were line-numbered to allow for coding of data and citation purposes, e.g., focus group 1 (F1), speaker 1 (S1), line 3 (Ln3).
Data collected were analyzed using basic content analysis and emerging themes were developed. Initially the transcripts were read in their entirety several times, both with and without the audio recording to ensure a thorough "feel for the meaning" of the data, and meaningful text was underlined. Notes were then made for the underlined text, and emergent themes developed. In order to facilitate reduction of the data, a coding scheme was developed using the preliminary conceptual framework, which was revised and expanded to include other primary recurring themes as they emerged until data saturation was achieved (Aine Egan). Second level coding to identify more specific codes also took place and was applied to the whole database. A crosscase analysis was subsequently constructed using a descriptive framework from all four manuscripts.
Coding Scheme
Examination of the reliability of the coding system establishes trustworthiness, credibility, and dependability-the qualitative parallels to validity and reliability [17] . Interrater reliability of the coding system was established by having two coders working independently to code the transcripts (Brona M. Fullen, Aine Egan), and then review them together [18] . Intra-rater reliability was established by one author (Aine Egan) coding and re-coding the transcripts on two separate days.
Trustworthiness of Findings
A number of strategies were utilized to ensure trustworthiness of data. First, a summary of the focus group was re-read at the end of each session to ensure it reflected the main opinions of the group (member checking). Second, two authors independently coded the transcripts to ensure high inter-rater reliability of the coding system. Third, two principles of data collection (triangulation and maintaining the chain of evidence) were used as recommended [19] . Triangulation allows for the development of convergent lines of enquiry by using multiple sources of evidence, allowing more accurate and convincing conclusions to be drawn from several sources (audiotaped interviews, field notes, questionnaire). Maintaining the chain of evidence allows an external observer to follow the derivation of evidence ranging from initial research questions to the focus group conclusions. This is achieved by coding the focus groups and line numbering each transcript for citation purposes.
Results
Focus Group Summary
Sixteen of the 20 invited participants attended one of four focus groups; Group 1 (N ¼ 5), Group 2 (N ¼ 2), Group 3 (N ¼ 3), and Group 4 (N ¼ 6). One participant was unable to attend their assigned session and attended Group 4. Of the four patients who did not attend, one had forgotten, and another was ill; we were unable to make contact with the other two patients. The focus groups lasted from between 18.22-25.31 minutes.
Focus group results are presented using six emergent themes, with examples from the transcripts. Participants' descriptive information is summarized in Table 2 . Intra-rater reliability of the coding system (Aine Egan) reached 94%, and inter-rater reliability established by two authors (Brona M. Fullen, Aine Egan) reached 80%.
Although participants had been grouped based on the number of years since they completed the CBT-PMP, no significant differences in responses were found between groups, thus results were not categorized based on years since CBT-PMP completion. 
Theme 1: General Perceptions of CBT-PMPs
Despite the length of time since the CBT-PMP, participants were all very positive in terms of their feedback.
"My impression of it was very, very good. It really helped me. Very positive-that is why I am back here today."F3 S6 Ln6-8 "I'd give it 9/10 anyway. Definitely 9/10. I learnt an awful lot from it. I had a big improvement. I still get pain. I don't take as much medication as I used to." F1 S1 Ln10
"I changed my whole outlook of living with pain, where up to then the pain was controlling my life after 13 years; I've actually changed how I live. I think the tools I got and the information made a massive difference to me." F4 S1 Ln23-26 "I enjoyed it all, learnt a lot. . ..more time with the physiotherapist would have been great though." F1 S2 Ln111-112
Meeting other people with pain, involving family members, and having their pain validated was also very beneficial.
"Everyone's story is the same no matter whether it is a pain in their leg, pain in their arm whatever. It doesn't matter what age, gender or anyone who was speaking. Everyone had the same fears . . . everyone had the same experiences . . . It was the common denominator." F1 S5 Ln296-301 "I thought the morning that partners were brought in was brilliant. My husband was able to ask somebody else the same questions he is asking me thinking that I am perhaps not answering truthfully." F2 S2 Ln600-608
"We knew we were believed. I think being believed is the biggest thing. Being understood and being believed that pain, chronic pain, does exist. And that is a big, big thing-the first step coming to acceptance." F4 S1 Ln421-423
Theme 2: Long-Term Changes in Daily Life
There is evidence that, despite the time since completing the program, adherence to some CBT principles they had learned was, and remained, high. Relaxation, pacing, and exercise featured throughout the focus groups and dominated discussion. Changing their approach to managing their pain was frequently noted, particularly with regards to medication usage. A dependency on medication that was a feature of life before the CBT-PMP had changed, and was maintained long-term.
"I was addicted to tablets at the start for a couple of years-anti-inflammatories, painkillers, sleepers, relaxers-totally addicted, and then I found out the damage they can really do. So I had to wean myself off all of those drugs and learn to manage pain without them." F2S6 Ln 158-162 "Don't be afraid to ask for help in finding help for what works for you. But, don't rely on pills, they are not the answer." F4 S4 Ln776-777 "I don't take as much medication as I used to. So in my eyes, it helped me a lot." F1 S1 Ln28-29
There was also evidence that these CBT strategies appeared firmly engrained into their lifestyle, sustaining progress. Participants spoke about how, in the long-term, incorporating these principles into their daily life allowed them to achieve meaningful goals that had positively impacted on their QOL. Re-integration into socializing with family and friends was very important for participants, achieved, they reported, through pacing up activity.
"I never really socialized or went out since 2009. Christmas was the first time going into the inner city with the kids. They gave me here targets to go off each weekend and do something. So I did it." F1 S1 Ln172-177
It is the pacing if you have to go out Saturday night, it might mean having to have 3 hours of rest but you can do it, it's just a different way of doing things. And I think that you just get so much from that, yes, I actually did go out on Saturday night. . . it is getting back into life." F4 S2 Ln133-139 "Another thing that sometimes you would be planning on some event coming up and think about how it might feel. It might have held me back in the past for planning or going and doing something. But now I don't think that way, just keep going and not to worry about that." F2 S1 Ln165-174
Interestingly, the majority of participants reported using technology now to manage flare-ups and to aid sleep.
"I use YouTube for mindfulness because there are talks, short ones and long ones. F2 S1 Ln225-227
You can do it on your own. Sometimes you need to be able to just close your eyes and relax and do it, I just listen." F4 S1 Ln654-661 "The resources are out there for us to carry on, because if you're committed to self-management, you need to find all these other resources." F4 S1 Ln681-683 "I have apps on my phone for sleep, meditation, and deep breathing." F1 S3 Ln490-491 They did however acknowledge that the vast amount of information readily available on the Internet could lead to confusion.
"As you know yourself you can Google anything and sometimes it's not a very good idea at all." F3 S6 Ln465-467
Theme 3: The New Them
Interestingly, the use of the past tense featured throughout, and many participants reflected on what they thought before, and how changes in their thinking came about.
"No pain, no gain. That's how where I was until I came here. It doesn't work like that at all." F1 S1 Ln673-674 "When I started I thought chronic pain was about being in agony 24/7, but I have learnt that it can be bad days, bad weeks, bad times of the day. When I was in so much pain, I still did extreme amounts of swimming and everything, which only really aggravated it." F4 S6 Ln311-315 "When I did the program, between the mindfulness, the pacing, the exercise program, the whole lot . . ..that helped me to deal with flare-ups so much better. I know now, even at the start of a flare-up, this going to last so long. It could last weeks. But it is only going to last so long." F1 S2 Ln101-105
Participants also spoke about pain in a factual, unemotional manner. The language used to describe pain was familiar and accepted as part of a "new self."
"I am who I am. I'm pain, so I have to teach other people that I'm normal." F4 S2 Ln119-121 "To me, my pain has become part of me and it is me now. If it's a bad day, it will pass and the good times will come again. It is important not to let it overpower you." F1 S1 Ln344-349 I have mild pain at the moment. It is almost permanently there but I can deal with it. Everything I learned here has brought me to that mind-set." F2 S2 Ln451-452
This was most likely due to participants developing an understanding of pain that facilitated acceptance. This, participants noted was an important step towards coping with pain.
"You just have to learn to live with it and get your head around it." F4 S5 Ln287
When I started on the pain management course, I really hadn't accepted my condition, and until I accepted it, I couldn't move on. Once I came to the acceptance of it, I realized this is it, I have to manage it." F4 S1 Ln748-754 "You just have to learn to live with it and get your head around it." F4 S5 Ln287
They also noted the lack of acceptance in others as an indicator of not coping with pain or maximizing engagement.
"There was someone on our course, a very angry young man who had been in a very bad accident. I think that you have to let that get out itself. If you have a lot of anger, it takes a long time for it to go away." F2 S2 Ln526-529 "I remember there being one person in our group who seemed negative, and very stuck and resistant." F3 S6 Ln491-493
Theme 4: "We Want More": Education, Resources, Technology
Despite scheduled follow-up sessions at 2 and 6 months post CBT-PMP and an annual update day for all previous CBT-PMP patients, participants proposed ideas for on-going education and management. They demonstrated a thirst for knowledge on chronic pain and self-management through refresher days, newsletters, or new technology.
"It would be nice to have a yearly newsletter stating the different updates. . .like this is an app, or updates because I wouldn't really know. I still use my relaxation tape that is now on CD." F4 S6 Ln675-679 "Because your pain is continuous and your condition is continuous, you might need that reinforcement of a reminder of how to continue your selfmanagement." F4 S1 Ln501-503
"Just a refresher course. . ..so that it means that you are still learning because I'm getting older now, and my memory is shocking and I am finding it hard to retain things." F1 S3 Ln389-392
Theme 5: "Critical Need for Openness, Acceptance, and Cognitive Flexibility"
When asking what advice they would offer to new CBT-PMP participants, "listen" and "be open" were common recommendations important for changing behaviors and attitudes to pain. This suggested that patients recognized the need for a cognitive shift to fully engage and benefit from the program.
"My attitude was always a tablet will fix it, something else will fix it and make it better, but I sup- The participants all spoke of sharing the knowledge and resources they received at the CBT-PMP about pain with friends and family.
"I have actually passed around the manual, a bit like yourself to various family members, friends and it always makes its way back to me." F4 S4 Ln611-615 "My wife was in a car crash last year. She learned from it what I'm doing." F1 S1 Ln33-34
Discussion
A qualitative research design was used to gain the patients' long-term perceptions of managing their chronic pain following participation in a CBT-PMP. It demonstrates that self-management using acquired CBT strategies is a realistic achievable goal that can bring about a sustained positive change in QOL. A unique aspect of these findings and, therefore, key strength of this article, is the length of the follow-up period (2001-2014) that allowed participants to reflect on their CBT-PMP experience with greater perspective.
Common themes were identified. The CBT-PMP was an overwhelmingly positive experience for participants.
Gaining an understanding of chronic pain facilitated acceptance of a new permanent state of being. Specific CBT strategies offered a "plan of action" to influence the impact of pain, reduced their perceived powerlessness to pain, and facilitated positive engagement in daily activities. There remained a hunger for further painrelated information particularly about technological advancements in pain management, and for further intermittent contact with the pain team. The resultant impact of pain on relationships and family life was a focus of discussion, and the family session was widely applauded as being helpful in addressing this discord on an ongoing basis. Meeting other people with similar pain experiences was also valued, and helped dispel the feeling of being isolated in terms of their pain. Interesting, many of the participants had shared the PMP resource manual with family and friends who experienced pain or distress at times in their lives.
These findings build on other studies reporting only shortterm outcomes and patient perspectives [9, 11, 20, 21] . Given the high cost of running CBT-PMPs and the lifelong impact of chronic pain, these long-term results are important, and reinforce the efficacy of CBT-PMPs from the patients' perspective for the first time. Similar themes emerged within the studies including "meeting others in the same situation" and accepting a "new self" with pain. It has been suggested that self-revelation and learning from others may be important therapeutic factors [22, 23] . It is clear from the current study that participants valued the group approach, as group cohesiveness and interpersonal learning are believed to be relevant experiences for participant engagement during CBT-PMPs [11] . A greater awareness of emotional, cognitive, and behavioral changes, as well as the use of the CBT-PMP as a springboard to take a leading role in managing the impact of pain were also observations common to this and other studies [9, 11, 20] . However, where our findings are unique, is that they suggest that such gains from CBT-PMP participation continue to impact long-term in the management of chronic pain, well beyond the 1-year time limit of the literature to date.
However, in contrast to previous research, the current study noted an absence of pain language or descriptors of
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pain sensations used by the participants when compared to that reported in other studies such as "twisting, crippling, raw red, shooting, aching, and burning" [24] . This was a prominent feature of studies included in a recent systematic review carried out on the lived experience of chronic low back pain [10] . The apparent focus of participants in the current study on self-management and "moving on" demonstrates a considerable cognitive shift brought about by the CBT-PMP, and may account for the absence of pain language or descriptives of pain sensations. Participants now spoke of their experience of pain as being part of their body or acclimatized and not in terms of an invading sensation or an "assault-on-self" as described by Osbourne [25] . This may be viewed as a positive outcome brought about by long-term practice of CBT principles, as well as an understanding of the physiology of chronic pain that the patients reported they had acquired.
Despite follow-up sessions at 2 and 6 months, and an annual study day, a recurring theme was the desire for increased support after the CBT-PMP. Potential models to intermittently support patients long-term could include scheduled brief refresher sessions where patients "dropin" as needed. The model of patient self-selection has proven positive for patients with other chronic diseases (rheumatoid arthritis and inflammatory bowel disease), with maintenance or greater patient satisfaction, QOL and clinical outcomes reported [26] . Alternatively, the established efficacy of technology-assisted psychological interventions for improving self-management of chronic pain may be an option [27] .
Long-term behavioral change to improve QOL is the objective of a CBT-PMP. The current study demonstrated a commitment and positive outlook towards selfmanagement and behavioral change. Psychological flexibility-the capacity to change behavior through conscious and open contact with thoughts and feelings, while appreciating what the situation affords in relation to one's goals and values [28, 29] -had resonance with the current findings. Concepts such as acceptance, the adaption to fluctuating situational demands, and commitment to value-based action were evident in the participant testimonials reported. Psychological flexibility has also been previously offered as a conceptual approach in examining the processes of behavioral change, as, for example with the impact of pacing to cause change in overactive behavior in a chronic pain population [30] . The long-term changes and positive outlook observed with the current patient cohort may be attributed to the "psychological space" afforded to participants as a result of changes in pain perception levels. This allows participants to reappraise their situation and focus on their psychological needs and restoration rather than pain [31] . Positive attitudes among our participants towards work, social, and family roles were noted as a direct result of the CBT-PMP, and in subsequent longer-term self-management of their chronic pain problem. Limitations of the current study are that the patients self-selected to attend a focus group, an obvious implication being that those who had a good experience were more likely to agree to participate. The authors did, however, try to address this by specifically reminding all participants of the aim of the study, and encouraging them to be forthright with their positive and negative feedback. The format of data collection (focus group versus individual interviews) may also have contributed to the overwhelming positive responses regarding the CBT-PMP. Also, the study was only conducted on one CBT-PMP; however, as there are only two such publically funded programs in the Republic of Ireland, we believe the methodology is justified.
Conclusion
This qualitative study confirms that knowledge and pain management strategies acquired during a CBT-PMP are embedded into patients' daily lives and used over many years to manage their chronic pain, and thus improve their QOL. Models of intermittent follow-up should be considered as an adjunct to maintain improvement.
